.Bereavement and Grief
Linda Nakell, Ph.D. and Patty Hennigan, Ph.D.

Normal bereavement:

~Varies among cultural groups;

Lasts at least 2 months up to a year or more, depending on relationship to
deceased,;

May mimic symptoms of major depression: includes sadness, crying
unexpectedly, insomnia, poor appetite and weight loss, and preoccupation with deceased
loved one. Can also include hearing the voice or feeling the presence of the deceased,
particularly among some ethnic groups. May treat with medicine at any time, dependmg
on severity of symptoms and impact on patient’s life.

Emotions associated with grief: shock, denial, anger, bargaining, guilt,
depression. People move in, out, and through these emotions in their individual ways.

Grief groups and individual counseling are available through Contra Costa Crisis
Center at 1-800-837-1818."

Reactions usually beyond “normal” grief:

1. guilt about things other than actions taken or not taken by the survivor at the

time of death;

2. thoughts of death other than the survivor feeling that he or she would be better
off dead;
morbid preoccupation with worthlessness;
marked psychomotor retardation;
prolonged and marked functional impairment or depression;
prolonged social isolation, withdrawal, or alienation;
persistence of a variety of physical complaints without organic cause,
including headaches, fatigue, dizziness, or multiple injuries;
alcohol or drug abuse; persistent requests for sedatives or narcotics; _
hallucinatory experiences other than thinking that he or she hears the voice of
or sees the image of the deceased person.
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Tips on lemg Bad News:

. Arrange a quiet, private place, and sit down with the patient/family;

Invite patient to include at least one family member or friend when possible;
Provide limited and focused information—no more than three bits of info.; -
Solicit and answer questions; ‘
Acknowledge patient’s feelings through active listening;

Promise to work with patient over time to provide treatment and/or support;
Empathy! It’s ok to shed a tear along with the patient!

Remember that people won’t remember much of what you tell them due to
anxiety. Plan to repeat info at next visit after soliciting what patient
remembers.
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CHAPTER 14

Looking Death in the Eye

Death, Grieving, and Families

The death of a patient.presents the physician with one of the most chal-
lenging situations in the practice of primary care medicine. Negotiating
the process of dying can also be one of the most rewarding parts of prac-
tice as it brings about an emotional intensity for the patient, the family,
and other caregivers that can be moving and healing for all who partici-
pate. The knowledge of impending death can facilitate resolution of per-
sonal and interpersonal conflicts rooted in previous life cycle stages. Of
course, that same emotional intensity can also prove traumatic or bring
about long-lasting dysfunction for those families who are unable to
‘resolve the challenges raised by the loss of one of their members.

Our society is only beginning to provide institutional support for
patients and families facing these changes. On the whole, we are a cul-
ture that denies the reality of death (1). In the health care community,
death is an event to be prevented, not accepted, and providers often seek
emotional distance from the dying patient and the patient’s family.
Overtly or covertly, the death of a patient is often seen as a failure of the
provider’s skills. This aspect of our professional socialization makes it

_difficult for us to facilitate a healthy dying process for our patients or

encourage constructive grieving for their families, and for ourselves. In
this chapter we will challenge our culture's tendency to deny death by
providing a model for constructive interaction between the medical sys-
tem, the dying patient, and the family. We begin by making practical
suggestions about communicating a terminal diagnosis to a patient and
family, then turn to treatment planning and making any decisions to
limit treatment, notifying a fariily of a death, counseling around pri-
mary care grief issues, and recognizing unresolved grief reactions.
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"] believe you may die from this illness

; terminal illness to a patient and

Communicating the diagnosis of a t . and
family ideally involves clear, direct statements transmitted with a mini

mum of anxiety. While sometimes a terminal mwmmsom_m.uﬁmu%m.%‘mwﬁwz wﬂ mw
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(“We don't believe your disease

Avoid overmedicalizing or intellectualiz-

_ i i ou know it,
tforward about the information as you ¥ o
i m i inty. (“Most people with this
dging areas jof medical uncertainty., ‘with
MMMMMM ”:M?M 6-18 months!”) Avoid giving an overly optimistic or

overly pessimistic prg gnosis.
+ Look the patient in the eye an
several times. _ ) .
« Avoid arguments over the diagnosis, or oth
itself. ) o
. mmmo:w another appointment to answer Mcmmso:m that will i
ise when the initig] reaction wears otl. .
. MMMMmM«Em process with the family present. Create a mmmﬂ M”:MMMMMmm
during the family onference for .vmov_m to express
tly.and directly if they so desire. . .
. Mﬁﬂﬂ vﬂa&o their gadness or anger nmar,aw than trying SMMMMM”&
them or brighten th »ir mood. In this situation, depression ¢ n slgn
healthy anticipatory grieving, a process that needs encourag

rather than suppre __mmo?
+ Allow patients somg hope.
i survive. ) . .
. WMMMM-“MMNZ«, with the patient mnﬂ ?::W. to mo_wM“m«w _mee_nwn :..”mw
s, and indiyiduals’ emotional reactions, whe med
wwwmwww.w Mwmsm managed by a specialist. Encourage nr__&d:‘_w the

family to be involved in at least some of these meetings.

Dying patients fo e us to face our oi—..u q-so..ew_ﬁw Mﬁm Mwmo mﬂm. MMMMM.MM
i ) issues can help us be ¢
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nevitably

Be humble about predicting how long a

league can be invaluable, both for the medical consultation and for the
emotional support (3). .
After hearing about a terminal diagnosis, the families of dying
patients experience a period of high stress. Holmes and Rahe found the
death of a spouse to be the single most stressful life event an individual
encounters, Death of some other family member ranked 4th, after
divorce and separation (4). Primary care physicians can do much in the

- way of prevention by spending a relatively brief amount of time attend-

ing to family members’ reactions and functioning during the terminal
illness phase. Fuller and Geis recommend a “health check” for the
spouse or other significant family members of a dying patient (5). This
appointment allows the physician to address this person’s physical and
.emotional concerns and to raise questions about sensitive areas such as
sexuality and finances. Many of these issues may be best discussed with
the couple together.

Often the medical care of terminally ill patients is shared among a
number of specialists. The primary care physician is well positioned to
be a case manager and coordinate the medical care of the patient among
the specialists and between the medical system and the family. Com-
municating regularly with the specialists involved can avoid the frag-
mentation of medical care that is so common with complex or terminal
cases. Without someone coordinating services, families can receive
differing or contradictory messages about a terminal illness.

Dr. E had taken care of the Termillo family for over 20 years. Mr. Termillo, the
patriarch of the family, had always been in relatively good health, though
neither Dr. E nor his family had ever been successful in getting him to stop
smoking. Recently, Mr. Termillo was found to have a lung mass on a chest X-
ray done during a physical exam. A chest surgeon biopsied the mass, which
proved to be malignant. After this diagnosis, Mr. Termillo began to see an
oncologist and the surgeon on a regular basis, rarely seeing Dr. E. Both
specialists confirmed a diagnosis of lung cancer, but were vague to the
patient and the family about prognosis. While Dr. £ thought of Mr. Termillo
often, he was actually relieved during this difficult period to be able to dis-
tance from this man who reminded him of a favorite uncle. L
When Dr. E received the specialists’ reports on Mr. Termillo, he found the
surgeon and oncologist presented very different prognoses for this patient.
Soon after reading these reports, Dr. E received a call from one of Mr. Ter-
millo’s adult children pleading with him to make sense out of what the doc-
tors were telling her stepmother about the prognosis. Dr. E suggested that the
daughter convene a family conference at his office in the next week, allowing
him time to communicate directly with the specialists involved in Mr, Ter-
millo’s care. When he did so, he found that the surgeon’s view was that Mr.
Termillo had several months to live, if that long, while the oncologist was not
yet ready to label the patient terifilnal, saying ““There’s always hope.” Dr. E
told the specialists of the family’s request for more specific inform .\JE
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his own suggestion for a family conference. He invited the specialists to
attend. When both declined, he asked them if they had any special message
they would like transmitted to the patient or family. Both reiterated the prog:
nosis as they saw it. Dr. E promised to present both points of view to the
family. C

Mr, and Mrs. Termillo and three of four of Mr. Termillo’s adult children
attended the family conference. Mrs. Termillo said she was relieved to be
meeting with Dr. , whom she trusted and had known for a long time, Mr.
Termillo’s daughter who had requested the meeting appeared nervous and
quickly got to herl point: “We're having trouble with the specialists because
they won't tell us _ hat's really going on with our father.” Dr. E asked for
others’ understahding of Mr. Termillo’s prognosis. Mrs. Termillo said she
understood her husband was going to die but she did not know how
soon. The other _uacz children split on whether they believed there was
any hope. One ip particular said she was “’not going to sit there and just
Jet him die’ Mr)Termillo sat through the. meeting passively. When asked
his own feeling about his prognosis, he said “1 don't know.”

Dr. E spent the rest of the conference reviewing the reports from both
specialists, presenting their differing points of view as well as the availa-
ble statistics forjthe particular stage of Mr. Termillo’s cancer. As everyone
was encouraged to air their feelings, it became more clear that much of
the pent-up frustration and anger about Mr. Termillo’s illness was being
directed at the medical system. At this point, Mr. Termillo asked, “Dr. E,
do you think | will die from this?” Dr. E said, Given the reports from
the specialists and the statistics from others with your disease, in all
likelihood | beljeve you will. Whether that will be in 6 months or in
several years, we do not know right now.” .

Dr. E then talked about the difficulty of dealing with an uncertain
prognosis and how important it was for the family to continue to sup-
port and communicate with each other during this time. Dr. E offered to
more actively wo_dman»m Mr. Termillo’s care, and rescheduled a follow-
up appointment for Mr. and Mrs. Termillo for the next month. Mrs, Ter-
millo agreed tg be the primary person to dispense information coming
from Dr. E. However, it was clear that the adult children did not entirely
trust their stepmother to communicate all the information to them. Dr. £
encouraged al| the conference participants to communicate directly with
him if they had questions that went unanswered. Dr. E said another
family conference might be useful sometime in the future, and sug-
gested that anyone at this conference could call and request it. Mr. Ter-
millo appeared visibly relieved and thanked Dr. E for meeting with his

family as he left the office.

Ongoing famil ‘dynamics and important unresolved issues are fre-
quently highligh ed around a terminal diagnosis. Having a shortage of
time with a loved one can result in people wanting some resolution to
long-term feelings or problems. As a primary care physician, facilitat-
ing this kind of resolution can be very meaningful for the patient and
the family, For example, in the follow-up session with Dr. E, Mrs. Ter-

[

BE.o complained that her husband would not talk with \. Jvoza his
?o::.mm.. It turned out that this was a longstanding complaint of Mrs.
Termillo’s, and one she felt desperate to change in their final months
together. By providing some support and communication guidelines, Dr.
E was .wEm to help the Termillos talk with each other about Mr. m«..
millo’s __:..omm. The couple then reported feeling closer to each other than
they rm@ in years. This was a case where primary care counseling was
mvv«ovm_moa and effectivee When the conflict is more severe and/or
hmovwzmﬁou the medical treatment of the patient, a referral to a family
”M_m—”.”_u_mmrsww vw. _=mamm_ﬂ8u~. In these more severe omumm. the goal may be
p the family pull t i
aroun the %mamw%.mos. ogether enough to work through the issues

“It would help me to discuss what kind
of medical care you-would like should
you become extremely ill”’

,

Treatment planning with patients and families around a terminal ill-
ness m:.ou,a everyone to confront the reality of an impending death and
to participate in and feel some control over the medical care process.
Issues range from whether patients prefer another round of chemother-
apy or surgery, to questions of hospice care or whether they wish to be
...om_.umo_gr.wm if they arrest in the hospital. Most often decisions made to
__3..» medical treatment occur because further treatment is viewed as
?Eo. These ..uo&mmoam can involve weighing the risk of premature death
wmm._zun the risk of prolonged, painful life without dignity. Often these
choices should be understood as more ethical than medical (6), and
should Ja ~.=mmo by the patient in consultation with family Baﬂvw.d.
Zomo_.._msgu.w.nocsa treatment planning are easiest to accomplish
when a_..w physician has had a previous relationship with the patient
and family. These discussions tend to be sensitive and emotionally
charged. The physician can be most effective when he or she can draw on
r:.os._ommm of s..o patient and family’s history prior to any crisis. Ideally,
prior to any serious illness the physician has discussed with the patient
his or her wishes regarding medical care should a catastrophic accident
or mzawmm occur (6,7). While these discussions are useful with any
vn.:mzn. s.mw are especially important with elderly patients, patients
with ornwz_o illness, or patients facing serious surgery. From an ethical
perspective, any decision to limit treatment is best made by the patient,

. rather than the family or the physician, hence the value of the patient

having a “living will” In spité'of the i

. . . K pité’of the compelling reasons to have such
m,_mnzmzonm e.ss— .rme.v. patients, it is rarely done, perhaps because of
ime constraints in a busy practice, because of the physician’s own denial
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d avoidance of death, out of fear of causing ummammmon or anxiety

Mmsm:em. or for lack of interactional skills or experience G.v. Itis vomm_.c_o
that having such a d iscussion will result in orm patient becoming
- depressed, anxious, or ._, esistant, so sensitivity, timing, w.sm support are
crucial to a successful interaction of this sort. The following are sugges-

tions to facilitate the discussion of terminal treatment guidelinesin
the ambulatory setting: .

i i uti “ in your family do

1. While taking a routine genogram, ask .«55..
you turn to for support?” Follow up by asking, “Should you become
seriously ill or injured, would that be the person you would like me to

nsult regarding treatment decisions?” (8). ° . o
oow. At ormma point, orj at a later session, ask about the patient’s own

‘. d we do not
ishes for treatmenti “Although you are healthy now an
M“wana anything to happen, it would be helpful to know what your
wishes are about your medical care should something catas-
trophic happen and you were unable to tell me what your wishes were
t that time.” | L
: 3. Be as specific as possible: “If your lung disease worsened so or.ma
1 thought that you would never be able to breathe on your own again,
would you want to be on a respirator?” “If your heart stopped vmma:wm or
you stopped breathing, would you want us to start your heart again or
t you on a machine to breathe for you?” ) .
EM. wwanrmmmso that the patient’s input is helpful to you and allows
to be the best dogtor you can be for him or her. - )
wo% m..oo:—.nnn the patient to discuss his or her wﬁmm..om s.:._m
».m:..:% members and other loved ones. “As .&Boz_e as .m B_mr.ﬂ be, i
also might be useful to discuss these issues with your family while you
healthy and well{” o
mam -:96&:8 the| idea of a “living will” “Some people feel mﬂ
ms.msm@ about what they do and do not want nmsa mom $.§= in the m<m=c
that they cannot make decisions, they have 22.2.@: _:.:wm iém_. Uoru..mr
feel strongly about this?” If so, suggest a written living will, whi
should: o -
a. be as specific as possible regarding such vomm__u:_«_om”mm respira ory
support, nutritignal support, antibiotics, and ..omcmsn.mo_m: L
b. name a surrogate or proxy who can have final authority, in consu n
. tation with other family members, to make unforeseen treatmen
decisions ot trosses
c. contain the signatures of two witn o
] i talization
d. be updated yearly and/or prior to any hospi : N
e. be nom.mom wsvm given to family members and the 9.,::8.% care physi
et D everyone’s best interest. One
jent's preferences is in everyones best In t.
mﬁwgo h”_»mwmmum _..nw._w..:._.. 4 wbhathar thov wiched their prefer:

—— e e e ————————e

)

ences about terminal medical care (maximal vs. comfort care) to be
recorded in their charts. The researchers found that while not all
patients could render a decision, the majority did have a preference they
wished to be recorded (10). Most terminal patients, whether young or
old, want to participate in treatment planning.

Mr. Rione was a 36-year-old man with a homosexual lifestyle who had been
diagnosed HIV positive. With some difficulty, Mr. Riqne decided to inform his
family of his health status in the interest of trying to bridge some hard feel-
ings that had arisen when he had revealed his sexual préference some ten
years before. Mr. Rione'sed his primary care physician, Dr. Z, as a support
and a sounding board during this period of time. As part of the process of dis-
cussing the uncertain course of this potential illness, Dr. Z also discussed
how Mr. Rione, his lover, and his family could participate in treatment plan-
ning should he become symptomatic or seriously ill. Dr. Z described some of
the potential treatments that are available for people who develop HIV syn-
dromes, and salicited Mr. Rione’s questions or concerns. She also empha-
sized that Mr. Rione was currently not symptomatic, may remain well
indefinitely, and that research is very active in this area so that new treatments
are likely to develop that are unknown now.

Once a patient becomes terminally ill, the hypothetical issues about
treatment guidelines become a reality that must be faced. Hopefully, a
family conference can be held to discuss these issues while the patient
is still competent. The following are guidelines for a family confer-
ence focused on terminal treatment planning:

1. After a preliminary discussion with the patient, invite all family
members the patient wishes to attend. Ask the family if they want to
include their priest, minister, or rabbi in these discussions.

2. Join with all the participants. Then begin the conference by asking
about less difficult issues, such as the current medical treatment, and
move on to more highly charged issues, such as new prognostic informa-
tion or questions about life-prolonging care. .

3. Address the relevant medical issues, such as .

* What are the treatment options? .
* What does the treatment offer the patient?

- * What are the probabilities of success and failure?
* Will the treatment cause additional illness?(11)

4. Solicit questions to help decide how much and what kind of medical
information the patient and family want. It is easy to present medical
information in a way that heavily influences the outcome of a patient or
family’s treatment decisions, so be as straightforward as possible and
acknowledge personal biases that may affect the way the information is
given, Be careful not to medicalize what are actually ethical issues.

5. Help the patient and/or family weigh potentially g \Jnoamm

apgainst potentially undesirable ones.



214 Family-Uriented rrimary vare
\ | ) .

6. Help .U_E.... patient and family stay focused on the patient's personal
goals as primary in thig process. . . .

7. Work on being as ngnanxious as possible in the room. These discus-
sions are most frequently highly emotional for the participants, and
benefit from facilitation by someone who is clear and calm,

8. Use clear, jargon-free language. Be a supportive, active listener.
Track others’ communigations and clarify confusing statements made
by any participant. Care needs to be taken to attend to communication
issues in general becayse the likelihood of someone misinterpreting
another’s statements or intentions in this emotionally charged situa-
tion is high. _

9. Model an ability tp tolerate the ambiguity and uncertainty that
accompanies all these _onmmmoam. .

10. Communicate a willingness to sustain contact with the patient
and the family regardless of their treatment decisions.

Many people are rel ._n:::. to limit medical therapy because they
equate it with limiting gare for the patient. Assure the patient and the
family that all supportiye care by the staff will bé appropriately aggres-
sive, including providing adequate pain control, attending to bladder
and bowel functions, discontinuing unnecessary treatments, allowing
lengthy or unlimited visiting hours, providing opportunities for the
patient to talk (or be gilent), and generally showing a high level of
patient care (7). Miles syggests that patients or families that respond to
discussions around treatment planning with “Do everything!” should be
understood as saying “S low down, give us more time to understand what
you are saying” or “Show us that you care and won’t abandon us at this
time when our options gre so profoundly limited” (11). Regardless of the
decisions that are madejconcerning treatment, it is important to let the
family know that their physician will stand by them and will not with-
draw during their diffiqult time.

Dr. D requested a faniily conference after Mr. Mount's discharge from his
third hospitalization fgr chronic obstructive pulmonary disease. The Mount
family included the elderly Mr. and Mrs. Mount and their single adult daugh-
ter who lived with them. The family had a history of difficult medical and
psychiatric problems: |Mrs. Mount had cardiac arrhythmias and mild con-
gestive heart failure, ?w daughter, Nadine, had perplexing neurologic
symptoms as well as fevere bulimia. The family was known for their resist-
ance to medical interfention and their devotion to each other. In arranging
the conference, Dr. D{suggested the family bring the home health aide whom
they had come to accept and trust. Dr. D invited the psychological consultant
who had attended previous family conferences around other important family
decisions. :

The family arrived nervous but talkative with Mr. Mount in his wheelchair.
Dr. D reviewed how Mr. Mount was doing at home. The patient reported that
he was doing fine, onlly worried about the health of his wife and his daughter.
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Mrs. Mount complained that her husband was too dependent and ..uld not
try any small task without help. The daughter and the home health aide
agreed. The consultant talked this over with Mr. Mount and discovered that -
he rarely even tried to walk because he was certain of failure, he feared being
a burden to his family, and he felt to ask for help ahead of time was
““unmanly.” The family agreed with the consultant that Mr. Mount was a very
proud man. They worked out some signals for him to acknowledge he
needed their help early in a task so that he could “’be less of a burden to the
family in the end”” .

Following this problem-solving discussion, Dr. D asked Mr’ Mount and the
family for help in planning treatment guidelines for the next time he needed
to go into the hospital. She asked Mr. Mount if he wished to go on a respira-
tor if that was warranted. Mr. Mount was evasive and ambiguous in his
answer, saying he did not think this would happen and if it did, his family
could decide. Nadine left the room at this point, saying she had to go to the
bathroom to vomit. Mrs, Mount refused to comment. With support from the
consultant, she said she did not want to be responsible for her husband’s
treatment decisions because she had been the responsible party when her sis-
ter was critically ill and incompetent and it had been a very difficult role for
her. Dr. D said this was why it-was important to discuss these issues now. Mr,
Mount agreed this experience had been difficult for his wife. With a lot of
support and information, he was able to decide he would like to go on a
respirator should he have respiratory failure, but that he did not want to have
cardiac resuscitation should he arrest in the hospital. The daughter returned
to the room during this discussion, and both she and her mother agreed to
support Mr. Mount'’s decisions..

To summarize, the best situation occurs when a patient, in conjunction
with family members, is able to express his or her preferences regarding
treatment decisions. If the patient is unable to communicate and has
not previously made his or her wishes known, the burden of responsibil-
ity falls almost completely to the family members. In one recent study

'86% of families of incompetent patients made these decisions (12).

Treatment decisions can be difficult for families to negotiate without
considerable support and information from the medical staff. The physi-
cian may wish to keep in mind the following principles that.guide a
family conference for terminal treatment planning in which a
patient is unable to participate:

1. Keep the care, comfort, and concern for the patient primary.

2. Include all available family members in the conference.

3. Hold the conference at the patient’s bedside. Even if the patient is
comatose, having the discussion with the patient there makes the
decisions more real and diminishes family members’ sense of guilt
about having to decide about their loved one's treatment.

4. Recognize the family's pain, and acknowledge the difficulty of the pro-

cess,
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Patients and fami _wmm can respond to these discussions about limiting
treatment in one of|several ways. Bedell et al. found that families were
most likely to choose to limit treatment, especially to write a Do Not
Resuscitate order, under the following conditions: when the patient was
in a coma or brain dead, when physicians and staff supported and reas-
sured them that t wu was the appropriate decision, when they were
assured that the staff would maintain the patient’s medical care and
comfort, when the patient had expressed a previous wish to the family
regarding care, and when they were told the orders could be changed
(12). The age of the patient, severity of the illness, and degree of patient
suffering did not predict these family members’ decisions.

Some family members clearly and unambivalently want “everything”
done to keep their 1 fou one alive. Others appear ambivalent, but una-
ble to decide to limit treatment as they seem to view any restriction as
abandonment or ev 1 murder. These family members may try very hard
to get the medical staff to make these decisions for them or they may
demand aggressive treatment because of their own feelings of sadness,
denial, fear, anger, mmam:.. or abandonmerit. Many of these reactions
change over time with a focus on making the patient’s needs primary, so
it is important to hiave discussions periodically both to update family
members on any new medical information and to allow people to express
changes that have gccurred in their own thinking. :

Mrs. Katz had been hospitalized for 10 days, but her fevers were still uncon-
wolled. This was her fourth hospitalization in the last six months. With
dementia and Parkinsonism, complete incontinence, recurrent infections and
deep decubiti ulcers unsuccessfully treated with surgery, death seemed
inevitable to her physician and hospital staff. Dr. S initiated a discussion of
limiting treatmentj with the patients’ two daughters at their mother’s bedside.
Adele, the younger daughter, had been unusually attentive and involved. She
was always available, left two or three phone numbers, visited daily, and
made lists of que wmo_._m and suggestions about her mother’s treatment.
Observing this .:E_ daily decline, she reluctantly came to accept her
mother’s impending death as a certainty and favored writing Do Not Resusci-
tate orders. Her si ster, Robin, was a much less frequent visitor and was often
unreachable because of her long and unpredictable work hours. Her ideas
were relayed to Dfr. S by Adele, accompanied by barely disguised anger, as
Robin maintained'that she could not “give up on Mom.”

When Dr. S finally met with Robin and Adele, Robin expressed bitter frus-
tration at a previops physician’s lack of consideration in never consulting her
about her father’s ”nwa the previous year, when he was “allowed to just die.”
Until Dr. S could have a family conference and meet with these daughters
together, he was nable to resolve the issues around treatment planning for
their mother. By encouraging them to talk together about what their mother
. have wanted and what was in her best interest, Robin slowly agreed

el o oo the best option available. Dr. S encouraged both
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‘I need to inform you that your
loved one has died”

Notifying family members about the death of a loved one is a difficult,
m«ummm?_ task. Direct, sensitive communication makes it more likely
mﬁsm@ Bngg«m will hear the message clearly. Prior discussions with a
family .mvosn an expected death make this situation generally easier to
deal with than that of an unexpected death. The following are mﬂwnam.
tions for notifying thd family about a death:

] 1. Encourage the family to be present at the time of death if at all pos-
sible. One study demonstrated that a majority of family members were
grateful to be present during a resuscitation attempt for their relative
(13). Any action that helps family members participate in and acknowl-
edge their loved one’s death may be useful.

2. When the family is expecting the death of one of its members, ask
how they would prefer to be notified if they are not present.

- 8. Zoa..% the family immediately at the time of death.

a. With an expected death, call on the family as previously agreed

~ upon. )

b. With an unexpected death, ask the family as a whole to come to
@5 hospital and discuss the events leading up to the death.

4. While being sympathetic and sensitive, avoid enphemisms. Use the
words “death, dying, and dead” rather than “passed away” or other col-
loquial sayings.

5. Say “You have my sympathy” rather than “I am sorry,” which could
be construed as an apology.

6. Give the family the opportunity to view the body and say their
good-byes.

a. Arrange for the viewing to occur in a private room.

b. Make sure the body has been cleaned and prepared, so that
wounds have been dressed, blood stains removed, and the body
draped and placed in an appropriate position. o

c. Offer to have a member of the health care team stay with the
family, especially if only one member is present.

d. Mwmoumvgma to remain with the deceased as long as they wish

7. Meet with the family.

a. ..H,Em may occur before or after the viewing. Either way, it is an
important step in showing concern and facilitating a healthy
early grieving process.

b. Provide information abbiit the cause of death. Solicit and answer
any questions. L_J

c. Make any requests for autopsy or organ donations

N AL s s mr e e L AL wm et mmd mmwmdtincs)laseder ws
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iveli ing bki lerate expressions of in-
d. Use active listening pkills. Expect msa.eo .
tense emotions, espécially with a family who learns of an unex

pected death. Do not exclude family members who become very

upset or emotional. { void psychotropic medications in this situa-

tion. |

e. Make yourself available as a support for
follow-up meeting tp discuss m:«om@ resu
the deceased that _.m likely to arise in the future.

i family to call their funeral director.
M Wﬁmwwwwoero mﬁwﬁ. _w toinclude oww&.mn.r mmvnn_m_.q those over 5
years old, in the fuperal and other family gatherings. cuneral
8. Send a sympathy cardto the family, or attend the sw.w@ or z:mw 5.
9. Telephone the family|1-2 weeks after the death to _E.Emum a >
them, answer any questiofs, and mnrm,az_o a follow-up appointment.
|

“Wh __H did | do wrong?”’

ipects of dealing with a patient’s death is the
hough in a different-and Bﬁor.rwmm intimate
role than that of a famil . member, the vam_ar,omum .vnoﬁmmum%ﬂ.w MJM
experience feelings of s dness, loss, anger, or m::.n. In _m ~¢ Mmm to
facilitating the grief process for the family, the mzéamn also M.w e
attend to his or her own grief and acknowledge his or her oium. nrm
Rituals such as saying good-bye to the deceased and attending

funeral when possible (1

to be nourished and utilized. , N ——
Especially with an une ! pected death, or the death of a young p

ici i ient’s history and course of treat-
hysician usually examines the uw.Smne 8 hist | :
”.MM“W _wa.vmmanmgmno any professional failures on hisor ro”e vﬂmwweew—wmﬂﬂﬂ
i if it is seen as an opportu
cess can be important ang useful if i ty o e,
ingti than to perpetuate pe
the careful examingtion of a case nw@a.n .
Mmmmmr superhuman st ndards for E.oﬁ.m:.um .Bm&owﬂ oB.o.w WM MMMH
times when mistakes h ave been made, M.. is .~§vonww5# to fa
: iti confession an
mncnnma.\ mﬂ._m— nmwwwoiww _MHHMNMMMHWMN:% can be both educational and
iscussing the ; . ¢ b
obhmmm«emo.momvwamzw if unicertainty and guilt remain 9635.63 feeling

over a period of time aft or a patient death (3).

the family. Suggest a
1ts or questions about

One of the most difficult
physician’s own feelings.

|
in is time is a
'To feel pain and sadness at this time |
:_wq:_m_‘ healthy response”’

i fheli jgnificant opportunities for medi-

Primary care grief couriseling offers signl Rl
1 M-Mmmonu to encour: mo healthy grieving and prevent pathological m

.\\\)mﬂ p a @ 2 ;m % 2L o eomend Al arsdAden :33&500&0@ mwwﬂw.:ﬂ e

a0 !

allow for the emotional side of being a doctor -

forgiveness (17). -

_ 2
tant (18). Even in these cases, the usual grief response is time-limited
and somewhat predictable in its phases. Normal grieving is character-
ized by intellectual and emotional awareness of the loss and feelings of
guilt, stress, pain, anger, and hostility (19). Grief is typically a cyclical
process in which all these feelings may be present at any time, but cer-
tain feelings may dominate at different points in the cycle. The acute
phase begins with the notification of death and is characterized by emo-
tional shock. This phase typically lasts for up to two weeks. Depression
and somatic symptoms are common and persist into the second phase,
characterized by rumination over memories of the deceased. Duringthis
phase, people may withdraw and become introverted as they examine
what the recent death means for their own life. This process typically
takes from 3-6 months. The third and final phase is the resolution
phase. At this time, somatic symptoms and preoccupation with the
deceased lessens. Bereaved family members begin to plan for the future
and participate again in activities that were an important part of their
lives prior to the death. The resolution phase is punctuated by the
anniversary of the loved one’s death. After this period, which often
involves a temporary increase in grief or symptomatology, most people
are able to move on, . A :
The following are principles for primary care grief counseling:

Looking Death in the Eye

1. Schedule an office visit at 6-8 weeks with interested family mem.
bers to review the death and the autopsy results.

2. Encourage family members to talk about the circiimstances sur-
rounding the death, recall memories, and openly discuss feelings of sad-
ness, anger, and guilt. Give them permission to grieve, :

3. Inquire about any significant changes in financial status. Settling
-an estate, the loss of income, and the lack of experience managing -
money can intensify the grieving process. -

4. Normalize signs of grieving, such as crying spells, lack of energy,
and preoccupation with the deceased. Tell the family that normal or
uncomplicated grief typically takes at least a year for the active phase
to resolve. . : _ -

5. Avoid the use of psychotropic medication, such as sedatives or hyp-
notics, except in very unusual-circumstances. A sedated person at a
funeral may not be able to participate or even remember this important
time. Starting antidepressant, antianxiety, or antipsychotic medica-
tions are rarely indicated during bereavement.

6. Monitor the medical status of the recently bereaved closely as
research indicates that the bereaved are at higher risk of serious illness
and death. (See Chapter 2.) Encourage family members to come in for a
health evaluation at 3. months to assess any increased risk for illness or

-delayed difficulties with grieving.

. 7. Refer interested family members to community-based self-help sup-
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able 14.1. Signs and Sympto s of an Unresolved Grief Reaction
1

1. Prolonged, severe clinical depresgion (that is, a pervasive sense of worthlessness and
self-blame lasting longer than 12-18 months)

2. Prolonged social isolation, with wmiwr or alienation ;

3. Emotional numbing in which the patient largely denies an emotional reaction to the
loss, resulting in a kind of wooden or flat emotional presentation

4. An inability tocry ; .

5. Talking as if the dead person were still alive

6. Pérsistent compulsive overactivity without a sense of loss

7., Persistence of a variety of physicdl complaints, such as headaches, fatigue, dizziness or
multiple injuries i )

8. Profound identification with the deceased and prolonged acquisition of symptoms
belonging to the illness of that person . :

9. Extreme, persistent anger (may be directed at the physician)

.0. Alcohol or drug abuse, persistent requests for sedative or narcotic medications

.1. Marital or family problems (can e especially prominent after the death of a child, but
not uncommon after the death df an elderly parent)

(2. Work or school problems

. :
H

SIDS children, or any of the many other illness-focused support groups.
Support and information from those who have experienced a similar
loss themselves can be extremely helpful to the bereaved.

8. Monitor family members for signs of unresolved grief reaction
'19-21). (See Table 14.1.) Refer if necessary. :

Prolonged and extreme reactions to grief are themselves dangerous
and necessitate referral to & specialist. Such a referral is best made to
both the person with the sy mptoms and that person’s family. w&..m:.m_
may be made for evaluation, bereavement counseling, psychiatric
treatment, or family therapy, as is appropriate.

The following example de ?.:uom a close married couple from the s_ja
of the acute phase of the husband’s illness to the year following his

| .

death. |

Mrs, Stowe had cared for her husband for over 20 years. He was blind and
suffered from Alzheimer’s Disease. Over the previous year he had become
increasingly difficult to care for; he became incontinent and began wandering
at night. His normally che rful mood changed gradually as he became more
irritable and resisted any a mmms:nm. After being struck by him on several
occasions, Mrs. Stowe decided she could no longer care for him at home. She
had kept him with her in their small apartment with few services long past
the point when most familjes would have institutionalized a demented elderly
member. She herself was 84 years old, and the physical and emotional stress
of caring for her husband was beginning to affect her health. Herthree chil-
dren had t 2ncouraging her for several years to arrange for placement.
Because “yuple had mm:snma savings, Mr. Stowe was placed in a
nearhv nii ome within a3 month of Mrs. Stowe’s decision. She became
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encouraged her to visit him regularly and ventilate her feelings. She spent
most of her day with her husband in the nursing home, but continued to-feel
that she-had betrayed him. Now she felt she had nothing worthwhile to do

. with herself. . '

Several months after his admission, he suffered a massive stroke and died
within a week. Mrs. Stowe became increasingly depressed over the next 6
months, grieving over his death and feeling that her life, which had been
spent caring first for her children and then for her husband, was now worth-
less. Her family tried to cheer her up, which only made her feel that they did
not understand her grief. Efforts to get her involved in social activitiés in the
apartment, house where she lived were unsuccessful because she viewed any
social activities as “‘a waste of time.”

A month after Mr. Stowe's death, Dr. C met with Mrs. Stowe, her children
and several of her grandchildren, who were concerned about Mrs. Stowe’s
emotional state. Dr, C explained that the intensity of Mrs. Stowe’s grief was
testimony to what a special relationship the couple had, and that to give up
that grief too soon would seem to Mrs, Stowe to be dishonoring her husband.
He encouraged Mrs, Stowe’s children to share their memories of their father
and how much they also missed him with their mother.

‘Dr. C met with Mrs, Stowe every 3 months for the first year of bereavement.
At 6 months, he began to encourage her to get involved in volunteer work
where she could help and care for other people. A year after her husband’s
death, Mrs. Stowe’s grief and depression had begun to lift. She was doing
some volunteer work at a local hospital and felt she had found some meaning
in her life. Her spirits were improved though she continued to miss her hus-
band deeply. :

Grief typically sends “shock waves” throughout a family system (22).
The goal of primary care management of terminal illness, death, and
grieving is to channel these shock waves so they can have a restorative
effect, and to monitor their influence to prevent future disruption or
symptomatology.
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PROTOCOL |

._.m__c: to Patients and Families about Terminal
IIness, Treatment Planning, and. Grief

Communicating a Terminal Diagnosis

.

1. OoBB:Eamg directly to the patient about the diagnosis, the care,
and the prognosis of the illnebs. -

2. Avoid giving an overly optimistic or overly pessimistic prognosis. Be
honest and. mnw&mr»mogma about the information as you know it.

3. Look the patient in- Sum eye and speak a&u:v, Repeat the message

several times.
4. Avoid arguments over the diagnosis, or other maneuvers that distract

from the message itself.

5. Set up another appointment to answer questions that will EmS»me
arise when the initial reaction wears off.

6. Repeat this process with the family present.

7. Allow people their depression or anger nmz:z. than trying to reassure
them or brighten their mood.

8. Meet regularly with the patient and family no discuss care, m:.om:omnm.
and individual’s emotional reactions, even when the medical care is
managed by a specialist.

Treatment Planning for a Terminal lliness

A, U_mnCmm_:m terminal treatment guidelines in the ambulatory
setting

1. While taking a routine genogram, ask “Who in your family do you
turn to for support?” Follow up by asking, “Should you become seri-
ously ill or injured, would that be the person you would like me to con-
sult regarding treatment decisions?”

2. At that point, or at a later session, ask about the patient’s own wishes.

3. Be as specific as possible.

4. If your state has a law regulating “Do Not Resuscitate” orders, briefly
describe the law to the vmsgr

6. Emphasize that their input is helpful to vdc and m:osa you to be the
best doctor you can be for them.

6. Encourage the patient to also &mczmm their wishes with family mem-
bers and other loved ones.

7. Discuss the idea of a “living will.”
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B. Guidelines for terminal treatment planning at a family
conference |

1. After a vnm:a._._bg.v. discussion with the patient, invite all family
members the patient wishes to attend. Ask the family if they want
to include their priest, minister, or rabbi in these discussions.

2. Join with all the participants. Then begin the conference by asking

about less difficult issues and move on to more highly charged
issues, such as|life-prolonging care.

3. Address the relevant medical issues.

4. Solicit questio sto help decide how much and what kind of medical
information to [provide. ' ; .

5. Help the patient and/or family weigh potentially good outcomes
against potentially undesirable ones.

6. Help both patient and family stay focused on the patient’s personal
goals as primary in this process.

7. Work on being a nonanxious presence in the room.

8. Use clear, jarg 1.?3 language. Be a supportive, active listener.

9. Model an ability to tolerate the ambiguity and uncertainty that
accompanies a * these decisions. ,

10. Communicate g willingness to sustain contact with the patient and

the family regdrdless of their treatment decisions.

C. Principles for tarminal treatment planning at a family conference
in which a pat wi is unable to participate

1. Keep the care, ¢ _1;.9.«. and concern for the patient primary.

2. Include all available family in the conference.

3. Hold the conference at the patient’s bedside.

4. Recognize the family’s pain, and acknowledge the difficulty of the

process.

Notjfying the Family about a Death

1. Allow the family|to be present at the time of death if at all possible.

2. When the family/is expecting the death of one of its members, ask how
they would prefef to be notified if they are not present.

3. Notify the family immediately at the time of death.

4. While being sympathetic and sensitive, avoid euphemisms. Use the -

words “death, dyjng, and dead.”

5. Say “You have my sympathy” rather than “I am sorry,’ which could be
con~*—ed as an apology.

6. Git “ family the opportunity to view the body and say their good-
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7. Meet with the family. : : A

a. Before or after the viewing, meet with the family to show concern
and facilitate a healthy early grieving process.

b. Provide information about the cause of death. Solicit and answer
any questions.

c. Make any requests for autopsy or organ donations at this time.
Clarify the reasons for the request, particularly when there is
uncertainty about the diagnosis. .

d. Use active listening skills. Expect expressions of intense emotions.

e. Make yourself available as a support for the family. Offer to have
follow-up meetings, either to discuss autopsy results or questions
about the deceased that will likely arise in the future.

f. Remind the family to call their funeral director.

8. Send a sympathy card to the family, or attend the wake or funeral.
9. Telephone the family 1-2 weeks after the death to inquire about
them, answer any questions, and encourage any necessary follow-up.

Primary Care Grief Counseling

1. Schedule an office visit at 6-8 weeks with interested family members
to review the autopsy results.

2. Encourage family members to talk about the circumstances sur-
rounding the death, recall memories, and openly discuss feelings of
sadness, anger, and guilt.

3. Inquire about any significant changes in financial status.

4. Normalize'signs of grieving during the first year, such as crying
spells, lack of energy, and preoccupation with the deceased.

5. Avoid the use of psychotropic medication, such as sedatives or hyp-
notics, except when previously prescribed or in very atypical circum-

" stances,

6. Monitor the medical status of the recently bereaved. Encourage
family members to come-in for a health evaluation at 3 months to
evaluate any increased risk for illness or delayed difficulties with
grieving.

7. Refer interested family members to community-based self-help sup-
port groups for those who have recently lost a loved one.

8. Monitor family members for signs of unresolved grief reaction. Refer

if necessary.

M



. ~ i
PYS SRR YN SUSIIL SN VRS ' S

Delivering >

1))

patient as a third-year medical student on my intemal
medicine rotation. My team had admitted a young man

with new-onset seizures. His CT scan was consistent with

toxoplasmosis, and not suprisingly, he tested positive for

S . HIV. When the lab results came back, my supervising
tO Pa tl entS resident suggested I tell the patient because I “knew him better.” Need-

less to say, I stumbled through the interview and found myself woeful-

and ThEir by inept at answering his many questions. I decided then that I would

never again enter that situation without having thought through arny

2 K questions the patient might ask, and their answers
Famllles ) I fecently found myself in a similar situation as an intem in
family practice residency when I admitted a child with a lethal heart
defect into the neonatal intensive care unit. The attending physicia: ~ A

Its an unenviable taSk’ on my service, explaining that she “did not feel comfortable witﬁ—:/

but Yyou and your Patimts these situations,” asked if | would please speak to the family. I spent
can beneﬁt from your some time reading and talking wzth the pediatric cdrd%blogist to
dOil’lg it well familiarize myself with the disorder, its prognosis and treatment

options. I then felt prepared to talk with the family about withdraw-
ing support from their unfortunate child. The grief-stricken family
was understandably devastated by the news. On this occasion, I felt
prepared to handle the medical questions, but I was not prepared to
handle the onslaught of emation brought on by the bad news.
Looking back, with more experience under my belt, I think of
how I might have handled these situations differently. I've also
come to realize that delivering bad news to patients and their fami-
Ronald E. Waldridge, MD lies is a stress-provoking endeavor for health care professionals,
and Ronald E. Waldri dge 11, MD and perhaps better training in this area could relieve some anxiety.
_ With this awareness, | enlisted the help of my father, a practicing

elivening bad niews to a

family physician with 28 years of experience, and after reviewing
the literature, we developed a model for delivering bad news. — _/
' Ronald E. Waldridge II, MD
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What is bad news?

In a wonderful book, Robert Buckman, MD,' describes bad
news as “... news that drastically alters the patient's view of her
or his future.” In sharing information, be it good or bad, we
must be sensitive to the potential impact on the patient. It is
important to remember that what physicians view as benign, or
even good news, may be terrible news to the patient; many

COVERED IN
FPM QUIZ

Ronald Waldridge, MD, is a family physician in private
practice in Shelbyville, Ky. His son, Ronald Waldridge 1,
MD, completed his residency last summer at Carolinas
Medical Center in Charlotte, N.C. He has since returned
to his hometoum and joined his father in practice.
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> A physidian's
and patient’s ideas
bout what consti-__|

tutes good news,
bad news or some-
thing in between
may differ.

» Delivering bad
news is difficult for
physidans, in part
because it's con-
trary to their desire
to make patié!its_
feel berter.

» Experience, not
medical school and
residency training,
teaches skilled
doctor-patient

communication.

» To prepare for
the conference,
study the facts,
carefully choose
the setting and the
time and deter-
mine who should
be present.

R =

physicians have eagerly announced,
“You're pregnant!” only to find the
patient distraught. As physicians, we
should also be sensitive not to downplay
news such as the diagnosis of diabetes.
Because we see diabetes all the time and
may have patients who have a benign
course with it, we tend to become some-

Preparing for the conference ‘
The key to a succesful interaction
between the physician and the patient
and family is preparation. Remember that
delivering good news is spontaneous
(“Congratulations, Mr. Smith. You have a
healthy, beautiful baby!"), but delivering
bad news requires planning. The follow-

—what jaded. However, we must bear in

‘mind that in delivering bad news, we are
telling the patient he or she is “sick,” and
the patient may have many negative feel-
ings about the diagnosis.

Why is it so difficult?

Many factors make delivering bad news
hard for physicians. We like to make peo-
ple feel better, but hearing distressing
news almost always makes patients feel
worse. The possibility that patients will
blame us for their misfortune adds to the

ing steps should guide you:

1. Get the facts straight. Familiarize
yourself with the chronology of events,
the medical facts of the case and the diag-
nosis, treatment options and prognosis.

2. Choose the appropriate setting.
Ideally, it should be a face-to-face
encounter (not delivered over the phone)
carried out in a ‘private place (an office,
conference room or patient’s room)
where there won't be undue distractions.

3. Determine who should be pre-
sent. This can be done, for example, by
telling the patient

that  you have
received his biopsy
results and that there
is cause for concern
and then asking
whether he would
like to have his loved
ones present before
discussing the results.

difficulty. Another
challenge is that
the experience
makes us keenly
aware of our own
mortality. It may
» also place us in a
position of admitting uncertainty.
Furthermore, medical school and res-
idency training do an inadequate job of
preparing us for this difficult task. Med-
ical education emphasizes performing the
physical exam, developing a differential,
arriving at a diagnosis and knowing what
treatment is indicated. None of these
skills come into play in the family and
patient conference. Rather, skilled doctor-
patient communication must be leamed
through experience. As Sir William Osler
once said, “Medicine is learned by the
bedside and not in the classroom.” By
developing the following skills, we can
minimize the emotional trauma that
delivering bad news causes us and our
patients.
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If others are to be
included, making sure that all the
requested participants are in attendance
will spare you from going over the news

- on several occasions. You may be able to

ask one family member to be responsible
for assembling the entire group.

4. Decide when to conduct the con-
ference. It should be held as soon as pos-
sible, while allowing time for the
individuals that make up the patient’s
support structure to come together. Ideal-
ly, you and the patient should both be
rested and alert, and you should build an
adequate amount of time for discussion
into your schedule. :

Beginning the conference

Before the conversation begins, make a
point of introducing yourself to each per-
son participating in the conference. This
common courtesy may save you the
embarrassment of addressing someone in
the vicinity who is not meant to be
included in the conference. Sit down so
you are at or below the patient's eye level
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» In telling the

bad news, it's

truthful, avoid
using jargon and
not dash the
patient’s hope.

> After telling the
news, allow the |
patient some time

to process the infor- -
mation, and help
him or her to dlarify
the questions.

> E}cpressions of
emﬁ%thy and emo-
tion by the physi-
cian can benefit
both patient and
physician.

» When answer-
ing the patient’s
questions, be
truthful, compas-
sionate and willing
to admit when you
don't know the

answer.

Lm

S0 as not to appear threatening or domi-
nant:"Have some tissues handy. Hold
phone calls, and if possible, have a col-
league handle your pager to limit distrac-
tions. You might also consider touching
the patient during the conference. Some
physicians are uncomfortable with this
idea, but we feel it is very 1mportant

der establishes contact transmits concern
and empathy and can be therapeutic in
its own right.

Delivering the news
We developed the following mnemonic
device to help us remember the impor-
tant components of the conference with
patient and family. It works well with any
type of doctor-patient interaction.
Because of the imperative to listen and
hear what the patient is really saying,
we've made the mnemonic “TO HEAR”™:

o Tell the bad news,

o Offer an opportunity for informa-
tion to soak in and questions to be asked,

¢ Help the patient to elucxdate
questions,

¢ Empathize with the patient,

o Answer questions,

o Reinforce the information given.

Tell the bad news. Befare conveying
any information, find out how much the
patient knows and how much they want
to know. Some patients will tell you that
they would rather not know if they have
cancer, for example, and we feel it's

begin the emotional healing pr
Some physicians may be concerned th
telling a patient of a terminal condition
may push them closer to death, but this
has not been shown to be the case.?
Family members may implore you
not to tell their loved one the bad news
("Please don t tell Grandma she has can-

that their grandmother is competent that
she has employed you to take care of her
and that she will be told the diagnosis.
This may also be a‘good time to explain
to the family that unless their grand-
mother wishes, you won't be providing
the family with any further information
regarding her condition.

Remember to avoid medical jargon
when speaking with the patient and fami-
ly. After spending years in medical school
and postgraduate training learning an
entirely new vocabulary, it can be diffi-
cult to translate your thoughts to layper-
son's terms. But explaining things so the
patient can understand them will help
you to establish a good therapeutic
alliance and will help the patient to begin
the healing process.

While being truthful, you should also
try to keep hope alive. Even if it is the
slimmest of hope, it may be all the patient
has to keep going. Besides, as physicians
know, miracles do happen.

Another important guideline is to
deliver the bad news in a step-wise fashion,
proceeding from
the least threat-

‘important to respect their wishes.

Oftentimes, these patients will change
their mind.

For those patients who want to
know about their condition, make sure
you tell the whole truth, and don’t sug-
arcoat it. Patients can handle the truth,
and they need to hear it. By fully under-
standing the reality of their medical con-
dition, patients can make better
decisions regarding treatment and can
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ening to the most stress-provoking news.
Following a chronological path is often an
effective approach. Here's an example:
“Ms. Jones, as you remember, you
came to me when you first noticed the
lump in your right breast. After examin-
ing you and checking a mammogram, we
decided that indeed there was a small
mass in the breast. You then went to the
surgeon to have the tumor removed. |
have now gotten the report back from



P atory, and it shows that there are
cancer cells in the tumor that was
smoved ...
‘I Offer an opportunity for information
to soak in and questions to be asked.
Don't feel compelled to talk incessantly.
Silence can be golden, and words often
prove useless at soothing pain. Often, the
time to process what they have just been
told are what the patient needs most.
Help the patient to elucidate ques-
tions. When the patient or a family
member asks a question, avoid jumping
right into your answer. Try to help the
patient clarify what they really want to
" know; orie technique involves having
the patient restate the question. A col-
league conveyed'the story of a patient
who had just been told that a breast
mass was cancerous. The patient
responded by asking, “How long do you
think it will be ..." The doctor promptly
launched into a lengthy discussion of
prognostic factors and treatment modal-
‘ities. Noticing a puzzled look on the
patient's face, he paused for a moment.
The patient then explained, “I mean
how long until I can return to work full
time?” By attempting to answer a per-
ceived question, the doctor made the
initial interaction awkward and confus-
ing for the patient. Do not assume that
you and the patient have the same
agénda; you must begin by hearing the
patient’s concerns.

Empathize. After determining what
the patient is asking, take a moment to
empathize with his or her concern: “It
must be quite overwhelming to be told
such bleak news"; “I can understand your
worries of pain associated with the treat-
ment”; “Many of my patients share your
feelings of disbelief when given such a
diagnosis.” Do not be afraid to show emo-
tion. It can be good for the patient and
the physician. It shows the patient that
you are a caring and feeling individual,
and it allows you to release some of the
stress associated with these situations. A
caveat to young physicians: You must
find a middle ground between getting too
close to your patients and appearing cold
and aloof in your interactions with them.
You must be able to maintain composure
in these difficult situations and cope with
their prevalence.

Delivering Bad News
Answer questions. In answering the

patient’s questions, your preparation and
discussions with other specialists will pay
off. Always answer the question truthfully
and with compassion. Don't be afraid to
say, “I don’t know.” Physicians tend to have
difficulty admitting that they do not have
all the answers. However, it is much better

U]

O-EXPRUTY;, - A T5—4-very good quesuon,
but I'm not sure I know the answer” and
promise to find the needed information

rather than to make up an answer that
could be damaging in the future. When
patients ask about prognosis; it has been
shown that they want to know the mortal-
ity or morbidity rate associated with their
condition.> While sharing this information,
keep in mind that even if the chances of
survival are slim, you do a disservice to
patients if you dash their hope. In answer-
ing questions, be truthful and do what you
can to keep hope alive!

Reinforce information given. In
receiving bad news, the patient will only
be able to absorb small bits of informa-
tion. Try to get a read on the patient's
understanding of what you have said.
Reinforce the important points, and
remember it is usually not imperative to
give the patient all the information at
once. The patient’s body language and
facial expressions will give you clues as to
how much information you should cover
in the first conference. By watching and
listening, you'll get an idea of how much
a patient is assimilating.-

Closing the conference
In drawing the conference to a close, tell
the patient your plan for follow-up. Let

September 1996 / FAMILY PRACTICE MANAGEMENT m 53



PEEDBAR@

=« After answering
the patient’s ques-

tions, reinforce key

the patient know you will be available to-

address further questions, and recom-
mend that the patient and family mem-
bers write down questions as they arise.
This is also a good opportunity to men-
tion other sources of support available to
the patient, such as the hospital chaplain,
social worker and support groups. We

determine how
much the patient
has understood.

» At the end of
the conference, tell
the patieftt how
you plan to follow
up and that you'll
be available to
.address further
-questions.

-9~ Make sure
someone sits with
the patient until he
or she is composed.
Don't leave the
"patient alone after
the conference.

» Family physi-
cians are well suit-
ed to coordinate
the care of critical-
ly ill patients.

| pointsandtryto |

NE—

before leaving to reinforce your compas-
sion and to connect with him or her
before departing. Never leave a patient
alone after delivering bad news. If family
members can't be present, arrange for a
nurse or aide to sit with the patient until
he or she is composed, if you are unable
to stay yourself

Parting thoughts
“In researching this topic we did some
reading about the discipline of thanatol-
ogy, which is concerned with the
humanitarian care of critically ill
patients and their families, and the coor-
dination of a multidisciplinary team of
professionals in medicine, theology,
social work, psychology, ethics and law.
Given our knowledge of the family, our
understanding of the biopsychosocial
model of disease, our grasp of the vari-
ous resources on which to draw for sup-
port and the compassion for patients
that led us to family practice, who better
to coordinate this type of multidiscipli-
nary care than family physicians?

On the subject of hope, Osler once
said, “Nothing in life is more wonderful
than faith — the one great moving force
which we can neither weigh in the bal-
ance nor test in the crucible.” If you prac-
tice medicine long enough, you will
undoubtedly encounter medical miracles
that cannot be explained with medical
science. If a patient is inclined to believe
in alternative medicine or religion, the
physician should not be the one to take
this away. Some physicians may want to
discuss religious beliefs or even pray with
the patient. You can use the patient’s
spiritual beliefs as your ally in helping
the patient through this difficult time.

Patients and families often retain
vivid memories of the conference in
which they learned bad news from their
physician. By preparing for this task, you
can help make their memories less dis-
tressing. While the interaction can be

54 m FAMILY PRACTICE MANAGEMENT / September 1996

&\\'

Suggested reading

“Breaking the News.” K. Wandersee.
Life in Medicine 1995; 3(9):18-22.

“The Dying Elderly Patient.” J.E.
Streim and JR. Marshall. American

183.

“Education About Death and Dying
During the Clinical Years of Medical
School.” W. Rappaport and D.
Witzke. Surgery 1993;113(2):163-
165. :

“Family Physicians’ Perceptions of the
Family Conference.” K. Kushner and
D. Meyer. The Journal of Family Prac-
tice 1989:28(1):65-68.

Love, Medicine, and Miracles. B.
Siegel. New York, NY: Harper &
Rowe; 1986.

Questions and Answers on Death &
Dying 1st trade ed. E. Kubler-Ross.
New York, NY: Collier Books, 1993.

“Reshaping Our Views of Death and
Dying" KA. Dyer. JAMA 1992;267
(9):1265-1270.

difficult, you can derive some satisfac-
tion in doing it well. “Delivering” used in
combination with “bad news” has an
unfortunate connotation. We feel that
“sharing” better describes the approach
that family physicians should take when
there's bad news to be discussed. Your
patients and their families will appreci-
ate your heartfelt compassion, and you
can be left with the thought that though
it is an unenviable task, you do it better
than anyone else.
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INTRODUCTION

Telling the family that a loved one has died is an important but often
uncomfortable and unpopular responsibility. ’ :

3 At the moment of a patient's death, onés responsibility and focus shifts to
the family members. Family survivors are at risk for anything from immediate syncope to
life-threatening quilt. Survivors of spouses who die suddenly are at significantly

higher risk for later maladjustment and unresolved grief than those of spouses whose
deaths were expected.

The physician usually experiences a variety of emotions after a patient's
death and may also be exhausted. Feelings of failure and guilt may compete with sadness
over ones own recent losses or anger. These feelings may inhibit or overwhelm the

. physician in the face of telling the family that the patient has died.

Sudden death generally requires more physician time and skill. The following
suggestions make clinical sense and are repeated frequently in the literature.

PHYSICIAN PREPARATION

Physicians should prepare themselves to discuss the death with the family.
Delaying too long can increase the family's anxiety. Rushing out to tell the family can =
result in an awkward presentation. :

: Anticipation is one of the most healthy and powerful defense mechanisms for
you, your staff and your patients. If you do not know the family, get data on the
survivors from anyone who has had contact with them. Review the chronology of the event
and the patient's name so you can be knowledgeable and personal about the news. Prepare
yourself for a range of family responses such as anger, sadness, relief, guilt,
accusations of malpractice, no reaction, bickering among members, avoidance, etc.

Whenever possible, present the news yourself, but share the task with a team
member so you can give each other emotional support and the other member can remain longer
with the family to repeat and clarify the information presented.

FAMILY PREPARATION

Many times, the family must be contacted by phone when a patient dies
unexpectedly. The Critical Notification Approach, rather than the Direct Notification
Approach, is preferred by most physicians and adults. This approach includes telling the
family that the patient was critically ill and asking the family to come to the hospital
as soon as they could safely do so. This hopefully prevents some of the trauma of shock.
In addition, the travel time helps family members gather together for support and brace
.themselves for the worst. It also gives the health team time to call the coroner and
chaplain, locate a private setting, prepare the body for viewing and obtain the paperwork
for autopsy and organ donation.

PREPARING THE BODY

The body of the deceased should be prepared for viewing, by surgically
dressing disfiguring wounds and removing life support equipment. These tasks can often
delegated to another member of the health team. . M

The importance of viewing the body unless terribly disfigured has been
established, especially for parents of a dead child. After you deliver the news,
encourage the parents by asking, "Would you like to view the body now or later?" rather
than asking if they would like to do so. The doctor should prepare the familv for what



3y'1ll see in terms of wounds or injuries and accompany viewers of the body if at all

. 4xING THE NEWS

When presenting the news, both the physician and family should be seated so as
convey that the physician can spend the time needed to be of help.

- Many physicians are tempted to explain, "One of the most difficult things I
ve to do as a doctor is to tell someone that..." Unfortunately, this amounts to a

iled plea by the physician for mercy, gratitude, or comfort and often detracts from the
pport the family needs.

Be simple and direct. Most physicians and patients prefer an announcement of
aumatic news, when presented in person, to be given immediately or very soon after the
art of the conversation rather than leading up to :it gradually. It is often best to
ate only one or two of the major events leading to death before simply and directly
ating that- the patient died. Use the patient's name and repeat at least twice that he

she has died.

In the case of suicide, use the word "suicide" in talking with the survivors.
fgr@ng the opportunity to see a therapist to help them adjust is far better than
oiding the word suicide and reinforcing the stigma and denial.

Avoid the temptation to medicalize and intellectualize. It is necessary to
ve some medical information but be cautious of overdoing it. .

‘Touch family members, if you're comfortable doing it. This most basic and
sponsive form of communication can be very powerful.

Avoid apologiés such as "I'm sorry," when informing the family because the
rvivors may pursue the legal implications of what sounds like an apology. The
t tives, “Everything was done that could have been done" and “You have my deepest

T ay" may be more useful.

‘ . To prevent unnecessary anguish about the patient's last moments, you can add,
' the patient was unconscious, "the patient was unaware of his predicament" or "he was
1livious to pain". .

Accept and permit tears as a normal response. If uncomfortable or near tears,
le physician might do better to join with the family's weeping than to offer platitudes
ke, "At least...". In an effort to comfort, some physicians tell the grieving, "You'll
't over it." Better, perhaps, to offer a more realistic hope by saying, "Time will ease
le pain." Wait for questions. Questions often address preventability, pain, last words,
id other concerns. They also give the doctor data about the family's denial or readiness

) move on to other tasks of grieving or disposition.

Use of sedatives - Family members will sometimes ask for medications to get
1em through their grief. 1In general, tranquilizers should be avoided because the long
je of drugs only delays the grief process and may lead to unresolved grief. If medically
dicated, sedatives should be given for only a few nights.

. As you inform the family, it is important to be prepared to handle syncopal
s>isodes. Some recommend those members of the family be taken to the ER and examined by
1other physician, so that you can continue comforting the family.

JTOPSIES

Near the end of the process, the physician should ask about an autopsy.
2search has shown that many families who are not asked, decide later that if only an
1topsy were conducted, some important questions could have been answered.

Explain the benefits including finding the cause of death, the preventability
E  th, the hereditability of the disease, and other information that might help future
at. __{ts.

Ask the family how they feel about an autopsy. Acknowledge reservations, but
nform them that most spouses who agreed to autopsy feel that it was beneficial to



themselves and/or others. If the family is unsure or parents are conflicted, give them -
some more time.

\

Where there are strong objections or in cases where little can be learned by
autopsy, the matter should not be pursued.

ORGAN=DONATION—————— —— e —_———_——

Organ donation should also be discussed near the end of the process. This
benefits both those in need of the organs as well as the survivors. Such a donation can
help make the loss more acceptable by offering a way to find some potential meaning to the
tragedy and/or a way to relieve unresolved guilt.

FOLLOW-UP

Survivors often want and need subsequent contact with the physician.
Always schedule a follow-up appointment in your office. .

Attend funeral services but only if you feel you want to go. This can be very

comforting to the family. Cards and phone calls by the physician or staff are
appreciated.

Aftercare can address important unresolved issues thereby preventing
somatization disorders or their escalation. Potentially suicidal depression can also be
detected in such visits. Referrals to self-help groups, particularly for grieving parents
can be given at any time in the process.

Suggest to the family it may be best to avoid any quick decisions or permanent
changes right away. When a surviving spouse is forced to adjust to a smaller apartment
too soon or someone cleans out the deceased person's belongings without the spouse's
active involvement, anger and other unresolved grief reactions often result.

The following are some examples of statements taken from a number of sources '
that you can use in your follow-up contacts with family members:

"You will need time for the grieving process. Do not be in a hurry to
get over it. Allow nature to take its course."”

"Get plenty of rest."

"Remembef that your powerful and overwhelming feelings of pain will ease
with time."

“Everything was done that could have been done."

“Share your pain with those you feel comfortable with and accept support
when it is offered."

"Surround yourself with plants, animals and friends."
“Avoid major decisions, and do not rely on alcohol, tobacco, or drugs."

"Keep a diary and record your memories and feelings about your loved
one, past struggles and successes."

“Prepare to meet new friends, make new relationships, and use creative
urges to write, build, paint, play music, plan a trip, reorganize or
redecorate you home."

"Expect holidays and annivérsaries to be difficult for a while as they
will bring up painful feelings and memories."

“You have my deepesf sympathy." -
“Time will ease the pain."”

"Please call if you have any questions or concerns. I am here for you
as your physician."
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DOCTOR 1 (ER Physician dealing with surviving friends)

Two people traveling together to this meeting were involved in an auto accident. Both

were taken to your ER department. One person sustained minor injuries, was treated, and

was waiting for her friend to be treated and released. The companion, however, died of

her injuries 2 hours after being brought into the ER. You must discuss this death with

the traveling friend, who is upset because of the accident and also tired from the

- waiting. You must also determine who the next of kin is for the deceased person and who
will make the call to notify the family.

SURVIVOR 1 (Guilt-ridden friends)

As the traveling companion,'and driver of the auto, you feel guilty about the accident
even though it apparently was not your fault. You are in shock when you hear the news and

you can't decide if you as the friend or the doctor should be the one to notify the
husband of the accident and death.

DOCTOR 2 (ER Doctor)

During your emergency room shift, an ambulance brings in three head-on auto accident
victims dead-on-arrival. You've used their licenses for identification, and you have
learned that you have to call South Dakota for a Mrs. J. Jones, the mother of one of the
boys. The boy's wallet includes a telephone number for the mother. (When doing this

script, have your back turned to the survivor as long as you are on the phone, so as not )
to have eye contact). . -

SURVIVOR 2 (Long-Distance Notification)

If the news is presented very soon after you answer the phone, make believe that you have
fainted. If there has been sufficient time spent determining that you are the mother of
this teenager (Mrs. J. Jones), making sure that you are sitting down, and leading up to
the news gradually, react with horror and then begin either denying the possibility or

bargaining by trying to find out if it was really your son or the friend he was traveling
with. :

DOCTOR 3 (Treating the family)

You receive a frantic call, which your secretary puts through to you immediately, from an
adolescent you treat. (When doing this script, if you 'are on the phone, have your back
turned to the survivor so as not to have eye contact).

SURVIVORS 3 (Stunned adolescent and then the husband
who cries after his wife's suicide)

After just finding your mom dead in the bathroom, you call your family doctor and yell,
"She's dead, mom has committed suicide!" Then ask the doctor, "Should I call Dad?" If
the Doctor says he'll call dad, give the doctor a telephone number and then take the role
-of the father. when the doctor gives you, the father, the news, cry uncontrollably and .
ask repeatedly, "How am I going to live without her?"

If the doctor says for you to call your Dad, get angry at the doctor, blaming him/her and
accusing him/her of not caring.




DOCTOR 4 (Treating a patient with a mind of her own)

rC_fie been treating a 33-year old woman with five children for her gall bladder problems.
she requests birth control and refuses to consider any alternatives to the pill inspite of
:he fact that she anticipates surgery. She explalns, "I get pregnant if he hangs up his

rer gall bladder surgery and went home. A few days later, you get a call from her. She
(s having trouble breathing. 1Is it a panic attack? Maybe it is a pulmonary embolism.

'he ambulance takes her to the emergency department where she expires. It is about 6
.m., and you know her husband should be getting home from work shortly. (When doing this
icript, if you are on the phone, have your back turned to the survivor so as not to have
2ye contact).

SURVIVOR 4 (The husband who asks how to tell his children)

{eep asking the doctor, "How am I going to tell the children?; what am I going to say to
:hem? ’

DOCTOR 5 (The nurse says it was an accident)

\ nurse from the hospital calls about a patient of yours who has been on a respirator.

’he says, "Someone took off Mr. Jackson's tube to clean it, and it looks like they didn't
ut it back in properly. He has suffocated. Looks like an accident, but we don't know
lor sure."” The nurse continues, "You better call Mrs. Jackson and those five teenagers of
iers. (When doing this script, have your back turned to the survivor as long as you are
»m the phone,..so as not to have eye contact).

SURVIVOR 5 (Silent and then angry avoidance)
‘o e one of . five teenagers who all end up with different understandlngs of the cause
’d::;belr father's death. You are one of these survivors receiving the news. You are
;ilent, then angry, vowing never to see the doctor again, and flnally, you hang up the
>hone. .

DOCTOR 6

‘ou are a rural physician and called to the scene of a logging accident. You have been
:reating Bill, who drinks a lot, for over 10 years. For the last three days, there have
>een high winds, and he has been unable to fell any trees. The wind died down, and he got
:he "Chopper", a large tractor-like machine. His assistant had been reluctant to cut any
:rees because the wind could kick up at any moment. Bill's response was, "You can't get
»>aid if you don't cut." By the time you have a chance to see Bill impaled on the
-nstruments of the Chopper, his wife has arrived and runs out of her car toward the
1achine.

SURVIVOR 6 (Screaming and out of control)

‘ou've heard that your husband has been hurt on a machine while logging, and you've driven
)ut to the scene. You see the doctor and run toward him and the machine which is just
ehind the doctor.







